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Colorectal	 cancer	 is	 the	 fourth	most	 common	 cancer	 in	 the	United	
Kingdom	(UK),	and	the	second	highest	cause	of	cancer	death	(Cancer	
Research	UK,	 2013).	 Bowel	 cancer	 screening	 has	 reduced	 the	mor-




Colorectal	 cancer	 commonly	 presents	 with	 rectal	 bleeding,	 altered	
bowel	habit	and	abdominal	pain	(Broughton,	Bailey,	&	Linney,	2004;	
Cancerbackup,	2007).	Patients	can	also	experience	faecal	incontinence,	





ing	and	purpose	 in	 their	distress	 (Murray	et	al.,	2007).	Patients	may	
also	reflect	on	life’s	value	as	the	illness	progresses	(Houldin	&	Lewis,	
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Hubbard,	2008;	Little,	Jordens,	Paul,	Montgomery,	&	Philipson,	1998;	
Rozmovits	&	Ziebland,	2004;	Taylor,	2001).




ature	 is	 focussed	 on	 the	 experiences	 of	 those	 living	with	 advanced	
cancer.	Few	of	these	studies	follow	participants	to	death	to	capture	
their	longitudinal	experiences	before	dying	(Browne	et	al.,	2011;	Little	




























2.2 | Sampling and recruitment strategy
Participants	were	purposively	recruited	from	the	outpatient	clinic	of	











































Data	 were	 analysed	 at	 each	 interview	 point	 and	 then	 across	 time	



























Table	1	 presents	 the	 demographics	 of	 the	 patient	 participants,	 the	
time	from	diagnosis	to	recruitment	and	the	timing	of	the	interviews.	
The	patient	 sample	 comprised	of	10	men	and	6	women,	 ranging	 in	






tively,	 ranging	 in	 length	 from	 30	 to	 120	min	 were	 conducted	 over	
1 year.
3.2 | Theme 1: Diagnosis and initial treatment





I was absolutely gob smacked, I mean I knew it was 
there but I never expected it to be so extensive (Deirdre, 





recovery.	The	emergency	nature	of	 the	 surgery	 for	bowel	obstruction	
meant	some	participants	suddenly	faced	their	own	mortality.
Die or don’t. That’s how bad it was, if you don’t get it you 
could die and if you do get it you could die. So what choice 




But I kinda panicked when they stopped it (chemotherapy) 
because I’m saying that’s getting me better you know? 











I’m happy with myself because I havenae got any bleeding 
or anything like that. I suffer a wee bit of constipation erm 
but I’m no in pain (Faye, 55 years, interview 1)
Overall,	participants	tried	to	maintain	as	normal	a	life	as	possible	by	
continuing	to	work,	satisfy	their	hobbies	and	socialise	with	friends.
I just cope by trying to act really normal you know and 
just try not to think about it although you know obviously 
about an hour or so doesn’t go past where I don’t think 
about it but I try and just, you know. I’m at work all day 














Well I think sometimes when people look at you I think, 
and I’ll maybe be wrong here, but sometimes when peo-
ple know that you’ve sort of got cancer there, sort of, I 
don’t know if they avoid you or they stand back (Andrew, 











































































































































































































































































































































































































































































































































     |  5 of 8CARDUFF et Al.
You can understand how demoralising that is, and how 
totally disgusted I am. I can’t go and visit friends like that. 
Even though they would understand, well would they, you 
know? (Ann, 67 years, interview 2)






I mean, I’ve survived 18 months plus, because there’s the 
time before when I had the cancer and I didn’t know about 
it. So I mean, I’m 18 months down the line and I didn’t 
think I’d be 18 months down the line to be honest with 
you. I mean, when somebody tells you you’ve got cancer 
you think “oh shit” you know – excuse my French! (John, 





the doctor said there would be other drugs, if it was neces-
sary we could use them as well. But the chemo itself seems 
to be shrinking it (Andrew, 57 years, interview 2)
Maintaining	this	positive	exterior	was	difficult,	and	participants	ex-
pressed	that	the	thought	of	dying	was	at	the	back	of	their	minds.
when they [family] all go away, you can come down be-
cause you’re being so positive. But there’s also that nag-





I try not to think about it anymore than I can help. I mean, 
it’s generally in my bed at night and my brain starts whirl-
ing, sometimes in the morning as well when I wake up 
(Deirdre, 66 years, interview 2)






And we were talking about that, my sister and I, I says 
‘well, to be honest, I’m not wanting that [to die at home] 
for anybody’ I says ‘I’d just go into the hospital’ (Faye, 
55 years, interview 2)
Participants	 expressed	 concern	 about	what	material	 and	 an	 emo-
tional	legacy	they	were	leaving	their	families.	Many	participants	wanted	
to	 know	 that	 their	 lives	 had	 been	 meaningful.	 For	 example,	 Duncan	
wanted	to	be	remembered	fondly	by	people.
I mean, the most important thing is for people to turn 
around when it’s your time to move on and they say ‘well, 
your dad was a gentleman’ (Duncan, 57 years, interview 2)
3.4 | Theme 3: Last months of life








If it’s not going to be too much for Hazel, that’s the only 
thing. If it’s going to be too much for her I’ll just go into 











they [health professionals] also said at the time “there 
might be something that comes along, you never know” so 
therefore that’s in the back of your mind as well (Andrew, 
57 years, interview 3)
Waiting	to	be	told	that	death	was	imminent	was	consuming	the	at-
tention	of	many	participants.	 Some	were	 imminently	 dying,	 and	palli-
ative	care	had	been	 initiated	 to	manage	 the	 last	 few	weeks	at	home.	
However,	Ian	had	been	given	a	2-	year	prognosis	at	the	time	of	his	diag-
nosis,	so	as	far	as	he	was	concerned,	he	was	approaching	the	end	when	
he	 reached	18	months.	 In	 comparison,	Andrew	had	 not	 been	 given	 a	
prognosis	in	terms	of	months	or	years,	but	had	devised	his	own	strategy	





Patients	 with	 metastatic	 colorectal	 cancer	 have	 complex	 progres-
sive	 physical	 symptoms,	 substantial	 treatment	 burdens	 and	 multi-	










Over	 time	 the	 psycho-	social	 and	 spiritual	 aspects	 of	 the	 illness	
played	a	significant	role,	as	people	sought	meaning	in	life	and	relation-
ships	(Simon	et	al.,	2008).	Participants	strived	to	maintain	their	sense	
of	 self	 through	 diagnosis,	 as	 they	 deteriorated,	 and	 through	 death.	
Consistent	with	the	findings	of	other	studies,	at	diagnosis,	participants	
tried	 to	make	 sense	 of,	 and	 accommodate	 the	 cancer	 in	 their	 lives	
(Ramfelt	et	al.,	2002)	and	maintain	a	semblance	of	normality	 (Taylor,	
Richardson,	 &	 Cowley,	 2010),	 but	 over	 time	 became	 increasingly	
isolated	and	 their	 social	world	 contracted	 (Little	et	al.,	 1998;	Taylor,	
2001).
Narratives	of	uncertainty	dominated	the	accounts,	despite	being	
told	 that	 their	 cancer	was	 incurable	 and	 death	 inevitable.	This	 sup-
ports	previous	 reports	describing	uncertainty	 throughout	 the	 illness	
journey	and	in	relation	to	the	future,	families,	treatment,	coping	mech-
anisms,	worsening	 illness	 (Beaver	 et	al.,	 2010;	 Browne	 et	al.,	 2011;	
McCaughan	 et	al.,	 2011;	 Shaha,	 Cox,	 Talman,	 &	 Kelly,	 2008;	 Taylor	
et	al.,	2010).	Feeling	uncertain	is	common	to	the	experience	of	many	
diseases	 (Etkind,	Bristow,	Bailey,	Selman,	&	Murtagh,	2016;	Kimbell,	
Boyd,	 Kendall,	 Iredale,	 &	 Murray,	 2015;	 Taylor,	 Wells,	 Hubbard,	 &	
Worth,	2016).	Recent	research	has	shown	that	uncertainty	is	related	






a	 certain	 outcome,	which	 developed	over	time,	 left	patients	 feeling	
“betwixt	and	between”	(Hockey,	2002;	Van	Gennep,	1960).
The	findings	suggest	that	participants	did	know	they	were	dying,	
but	 this	 was	 not	 necessarily	 expressed	 until	 the	 later	 interviews.	
This	 contrasts	 with	 recent	 research	 that	 reported	 81%	 of	 patients	
with	colorectal	cancer	hoped	that	their	palliative	chemotherapy	was	
going	to	cure	them	(Weeks	et	al.,	2012).	The	high	number	in	this,	and	





















generalists	 in	 terms	 of	 communication	 and	 advance	 care	 planning.	
Health	 professionals	 need	 to	manage	 uncertainty	 through	 the	 pro-
vision	 of	 information,	 including	 that	 the	 prognosis	 is	 often	 unclear.	
Managing	expectations	 and	helping	 those	with	 colorectal	 cancer	 to	
plan	 for	 the	 future	may	 reduce	 feelings	of	doubt	and	 insecurity	 to-
wards	the	end	of	life.	The	findings	of	this	research	highlight	the	poten-
tial	of	multi-	disciplinary	involvement,	including	palliative	care	teams,	
and	 good	 communication	 about	 the	 intent	 and	 limits	 of	 treatment,	
which	have	been	discussed	with	the	patient.	Ending	palliative	chemo-
therapy	is	a	critical	time	on	the	illness	trajectory	of	people	with	cancer,	










dying	with	metastatic	 colorectal	 cancer.	 The	 longitudinal	 approach	
permitted	the	researcher	to	follow	participants	as	they	deteriorated,	
so	those	in	the	last	months	of	life	were	represented.	The	design	en-
abled	 prospective,	 retrospective	 and	 real-	time	 accounts	 of	 experi-
ence,	where	participants	moved	beyond	public	accounts	of	illness	to	
reveal	their	private	thoughts	and	fears	(Cornwell,	1984;	Murray	et	al.,	
2009).	Therefore,	 the	 study	was	not	based	 solely	on	 retrospective	
accounts	 of	 experience.	No	 participants	withdrew	 from	 the	 study,	
which	 suggests	 that	 the	mode	 of	 recruitment	 and	 the	 longitudinal	
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method	was	acceptable	to	participants.	Regular	research	team	meet-
ings	 were	 conducted	 to	 ensure	 adequate	 reflection	 time	 and	 to	
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